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Thesis Abstract  
 
Chapter 1 reviews the psychological needs of family members of individuals 
with Autism Spectrum Disorder (ASD). A systematic search strategy was 
followed and 12 studies were reviewed which were published since a review 
by Tint & Weiss in 2015. The synthesis discusses relationships between the 
difficult experiences and stress, coping mechanisms, and their link to 
resilience and reduction of stress in parents. 
Recommendations from Tint & Weiss’ (2015) review which concerned mostly 
family members of adults with ASD, are reiterated by the presented review 
which contained research where the family member with ASD was a young 
person. Further qualitative research needs to be conducted in order to 
broaden the knowledge base and aim to understand the real life experiences 
of family members in order to develop the appropriate support to prevent 
escalation of family members’ difficulties. 
Chapter 2 addresses the gap in the literature of qualitatively involving 
siblings in research as previous studies largely gathered quantitative data 
from parents about siblings as opposed to directly. Photovoice (2016) was 
used as a photo elicitation method which emphasises participant involvement 
in both gathering data and analysis. 5 siblings of children with ASD took 
photographs answering the question ‘what is it like having a brother with 
autism?’ before completing an individual interview and group session where 
participants themselves brought their photographs into overall themes. A 
thematic analysis revealed main themes of focussing on their brother, difficult 
times, coping mechanisms, and ‘it’s not all bad’. 
Clinical implications and suggestions for resilience-based interventions are 
discussed, with reference to supporting previous findings from chapter 1. 
Chapter 3 presents two executive summaries, one written to be appropriate 
for young people, and one appropriate to a parent, carer, or professional 
reader. These are written with the main aim of disseminating within local 
CAMHS services. 
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NB: Papers within this thesis have been written with the intention of 
submission for publication to Autism: The International Journal of Research 
and Practice. Extensive author guidelines for manuscript submission can be 
found in Appendix A, and have been followed as far as is compatible with the 
purpose of university submission. 
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Abstract 
Autism Spectrum Disorder (ASD) is a widely researched 
neurodevelopmental disorder which can have a variety of effects on a 
person’s life. This research has largely focussed on the genetic, neurological, 
and psychological impact of the disorder upon the individual who has been 
given the diagnosis. 
The aim of the review is to explore literature which has a focus upon the 
psychological impact on their family. Search terms were generated and 
databases were systematically searched from May to August 2017. The 
review focusses upon an update of literature published since Tint & Weiss’ 
(2015) literature review, and considers twelve research studies’ 
methodologies, results, and implications for practice which focus on the 
families of children and young people with ASD as opposed to Tint & Weiss’ 
(2015) review which contained mainly papers relating to families of adults 
with ASD. 
Studies were from across the globe, and few cultural differences were found 
between papers reviewed. Most studies employed quantitative methods, 
aside from two qualitative studies, and the majority focussed on parents’ 
responses with the exception of one study which used siblings as 
participants. Synthesis showed relationships between difficult behaviours, 
stress, quality of life, and resilience among family members, primarily 
parents. 
Recommendations from the review include increased study populations, 
potentially by increasing follow up data gathering, as well as the use of 
qualitative or mixed methodologies. This will facilitate an increase in the 
knowledge base which thus far indicates significant increases in both 
parental anxiety and depression, and sibling emotional and prosocial 
difficulties. These results warrant an increase in awareness among 
healthcare professionals particularly given the contact these family members 
will often have, owing to the needs of the individual with ASD. 
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Introduction 
Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder 
characterised by social, cognitive, and other impairments which will have a 
significant impact upon how a person interacts with the world around them.   
The diagnostic criteria and diagnostic labels given to individuals by mental 
health professionals were updated in the Diagnostic and Statistical Manual of 
Mental Disorders, 5th Edition (DSM-V; American Psychiatric Association, 
2013). This change was very important for the Autism community, 
particularly as it denoted the removal of the term ‘Asperger’s Syndrome’ 
which had previously indicated an ASD without language delay. This term, 
and the term Pervasive Developmental Disorder Not Otherwise Specified 
(PDD-NOS) are now included under the term Autism Spectrum Disorders, 
and therefore under these guidelines no distinction is necessarily made 
between previous subtypes. This has received mixed feedback from 
individuals with ASD and their families, largely affected by the different 
assumptions the public assign to different labels given, and how this impacts 
service provision – commonly, Asperger’s Syndrome may be viewed as 
‘higher functioning’ than ASD though in functional terms this is not 
necessarily the case (Ne’emas & Kapp, 2012). 
There have been many studies into ASD prevalence with varying results. 
Matson & Kozlowski (2010) discuss the varying prevalence rates among 
different studies published across the world from 1997 to 2010. They 
attributed relatively large discrepancies to differences in diagnosis and 
awareness. Russell et al. (2014) observed prevalence rates from the 
Millennium Cohort Study and found that of 14,043 children from the United 
Kingdom, 1.7% were reported as having been told by a healthcare 
professional that they have ASD. 
Previous publications have varied in terms of the impact ASD is deemed to 
have on family. Some publications transparently focus on the positive impact 
and hope (e.g. Bierens, 2009), while others focus on stress and distress 
among family members, as is largely the case in the current review. 
Rationale for the Review  
At present, published psychological research predominantly considers the 
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psychological profiles and needs of individuals with ASD. There are also a 
wide variety of resources written for the general public which make these 
findings more available to individuals with ASD and their families. Accessible 
to those in the United Kingdom and elsewhere, The National Autistic Society 
(NAS, 2017) website readily acknowledges the psychological impact of ASD 
on the individual’s family, and offers extensive information for parents, 
partners, children, siblings, and grandparents of individuals with ASD as well 
as on specific topics such as everyday life. 
In practice, the National Institute for Clinical Excellence published guidelines 
(NICE, 2014) concerning ASD which emphasise the importance of family 
members and carers being offered post-diagnostic support. Specifically 
relating to psychological support, the British Psychological Society (BPS, 
2006) released a position paper about ASD which included the importance of 
providing services for families which are responsive to their needs. They also 
state that an important part of being a practitioner psychologist is providing 
emotional support to family. In light of this, it is important that families’ needs 
continue to be considered within the development and structure of 
psychological services. A wide-reaching way of assessing the needs of 
families and the support they may benefit from is to conduct research and 
translate what is known into evidence-based practice. 
Review Question 
The initial search question was as follows - 
What is known about the psychological needs of family members of 
individuals with ASD? 
Aim 
This review aims to give a summary of the published literature exploring 
people’s experiences of having a family member with an Autism Spectrum 
Disorder. The included studies have been reviewed critically and summaries 
presented and synthesised. This will give a direction for future research with 
the aim of improving the research base to inform services for families of 
individuals with Autism Spectrum Disorders. 
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Method 
Preliminary Search 
The Cochrane Library was initially searched with the term “autism” to identify 
any systematic reviews which had already taken place in the area. There 
were reviews published about ASD, including family therapy use in ASD, but 
none focused on the needs or experiences of family members. 
From an initial scoping search, a literature review was found focussing on 
experience of siblings of children with ASD (Smith & Elder, 2010). This 
review focussed on parental and sibling characteristics, relationships, and 
adjustment. This review forms an important contribution to the literature 
about family members of children with ASD; however, this review has a more 
direct focus on family members’ psychological needs. 
Development of Search Terms 
The important components of the review question were family, psychological 
needs, and ASD. These provided key search terms and care was taken to 
ensure all variables of terms were included, particularly when considering the 
recent change in terminology for ASD. Terms are given in figure 1. 
Concept Search terms used 
Family Famil* OR matern* OR mother* OR patern* OR 
father* OR sibling* OR carer* OR parent* OR brother* 
OR sister* 
 
Psychological needs 
 
Psychol* 
ASD Autis* OR Asperger* OR “ASD” OR “ASC” 
 
Figure 1: Search terms used. 
Following search results, it was concluded that there was no review 
focussing directly on psychological experiences of family members of 
individuals with ASD and therefore this review would serve to consolidate 
information within the field and propose future directions for research. 
Inclusion and Exclusion Criteria 
Inclusion 
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 Published in English 
 Based on Autism Spectrum Disorders specifically, and solely (that is, 
without comorbidities which have not been controlled for) 
 Focus on family members 
 Considers psychological factors 
 Published in a peer review journal 
Exclusion 
 Studies with a genetic basis 
Search Strategy 
The terms were searched across three databases (AMED, PsychINFO, and 
CINAHL) on 19th May 2017 using the HDAS databases. This generated 515 
results, of which 28 duplicates were removed, leaving 487 unique articles. 
Web of science was also searched on 17th July 2017 which produced 28 
additional unique articles after the removal of 16 which were duplicates from 
the previous search. An alert was also set up to identify new articles which 
met the criteria though none were presented prior to the writing of this 
review. 
Screening Process  
The researcher carried out a title screening process to remove titles which 
could be easily stated as not relevant to the present research. These 
included titles where clear non-relevant terms were given e.g. Down’s 
Syndrome with no mention of ASD. These were verified with the clinical 
supervisor and any uncertainties were taken to the next stage of the process 
– abstract level. 306 were removed during the title screen, leaving 209 to be 
screened at abstract level. 136 were removed at abstract level leaving 73 full 
text articles to be reviewed. This resulted in 41 articles which met inclusion 
and exclusion criteria. The full search and screening process is detailed in 
Figure 2.It is worth noting that there were several dissertations found as part 
of the search, which were excluded due to the peer review inclusion criteria 
of this review. These undoubtedly contribute a significant amount of evidence 
to the knowledge base and will be considered in future original research in 
this area. 
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Hand searching took place throughout the process. Authors of relevant 
papers and linked articles were searched to ensure that the fullest picture 
possible was found. This produced 6 extra papers. 
Due to there being 41 articles remaining for in depth review, which met all of 
the above inclusion and exclusion criteria, a decision was made to exclude 
research which took place within the United States of America (USA) due to 
the significantly different service provision and health services. This resulted 
in the exclusion of 15 otherwise relevant articles which narrows the remit of 
this review. Hand searching at this stage brought to light a literature review 
by Tint & Weiss (2015). 
Tint & Weiss’ (2015) review considered 86 articles which discussed the 
wellbeing of family members of individuals with ASD. The majority of the 
reviewed articles focussed on parents (81 of 86), took place in the United 
States (40 of 86) and concerned families of adults with ASD (56 of 86). The 
articles covered a variety of indicators of wellbeing, including mental and 
physical health, stress, and quality of life. They concluded that many studies 
used vague concepts which left a lack of synthesis and clarity of results. The 
authors propose a systemic or social-ecological model of wellbeing in order 
to consider multiple factors and better represent families’ needs. Studies also 
tended to focus on single caregivers, often mothers, and use single 
dimensional measures; there is a need for the views of other family members 
and for increased variables to be considered to give a broader view. Further 
reviews were encouraged by the authors in order to continue to highlight 
gaps in knowledge and guide future research.  
Considering the high number of articles with a similar focus in Tint & Weiss’ 
(2015) review, the current review will only consider literature published since 
this date. The final sample therefore of non-USA research, published since 
2015, comprised 12 articles. 
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Total 
n =515 
Search 
Terms: 
Web of 
Knowledge 
Database 
n=44 
Search Terms: 
HDAS Database total: 
AMED, PsychINFO, CINAHL 
n =515 
Total 
n = 487 
Duplicates 
removed 
n =28 
Duplicates 
removed 
n =16 
Excluded at 
title screen 
n= 306 
Retained 
n =209 
Excluded at abstract screen 
against inclusion/exclusion 
criteria. Total n = 136 
 
Non-English n = 3 
Not solely ASD n = 21 
Focus not on family n = 40 
Not psychological factors n = 12 
Not peer-reviewed research n = 44 
Intervention n = 12 
Development of measures n=2 
Focus on diagnostic process n=2 
Retained 
n = 73 
Hand search  
n = 6 
Total full text 
to screen 
n =79 
Total excluded n = 38 
Not solely ASD n=16 
Not psychological factors 
n=9 
Intervention n=4 
Development of measure 
n=1 
Focus not family n=2 
Not unique research n=6 
 
Retained 
n = 41 
Final included 
n =12 
Exclude USA 
n =15 
Exclude pre-
Tint & Weiss 
(2015) review 
n =14 
Figure 2: Flowchart of article screening and selection process 
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Results 
Quality Assessment 
Twelve papers were critically reviewed for this article, of which ten used 
quantitative methodology and two used qualitative analysis. Although all 
papers have been published in peer-reviewed journals, it is important to 
consider their quality. Jesson et al. (2011) discuss the importance of critically 
assessing the quality of original sources when completing a literature review, 
even where a full systematic review methodology has not been completed. 
The CASP tools for qualitative research (CASP, 2017a) and cohort studies 
(CASP, 2017b) were chosen as they give a concise way of structuring a 
critical review of a paper (Nadelson & Nadelson, 2014), as well as giving 
different tools focussed on different methodologies. This was particularly 
important as this review has not excluded any articles based on 
methodology. It is helpful to be able to review different methodologies with 
similar questions to allow for synthesis of results and themes in order to 
summarise the results. The CASP also prompts assessment of areas both 
positively and negatively, forming a critical appraisal as opposed to a purely 
negative focus – the importance of this is emphasised by Jesson et al. 
(2011). The CASP analyses are in Appendix B. All studies had clear aims 
and largely recruited acceptably (exceptions are discussed in more detail 
below). Most of the quantitative studies did not fully account for confounding 
variables, with some articles – Ahmad & Dardas (2015) and Yu et al. (2015) 
not identifying confounding variables at all. In the quantitative studies, the 
results were of varying precision, accounting for either moderate variance or 
lower. Neither of the two qualitative studies discussed the impact of the 
researcher/participant relationship on the outcomes. None of the studies 
included any follow up though outcomes did largely fit with the other 
available evidence. 
The target family members for the reviewed articles were in two distinct 
categories – parents or siblings. This review will therefore consider the 
articles within these two categories, as opposed to separating by 
methodology which was largely quantitative. Having used review tools both 
from the same source, both qualitative and quantitative studies have been 
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appraised against similar standards which will enable an easier, though 
indirect, comparison. Studies will be discussed in chronological order to 
support understanding of individual papers, before summaries, synthesis, 
and discussion of overall themes. 
Table 1 gives a condensed overview of each paper discussed. 
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 Sample Recruitment 
strategy 
Type of 
Study 
Study Aim Main findings Strengths Limitations 
Bitsika 
et al. 
(2015) 
75 siblings (8-
18yrs) of 
individuals with 
ASD (3-23yrs) 
 
Even gender 
and 
older/younger 
split 
 
Australia 
Electronic and 
paper adverts 
with state’s 
autism service 
and sport/ 
recreation 
service 
Quantitative 
- SEARS 
- CASI 
To explore 
effects of the 
sibling 
relationship, 
including ‘child’ 
and ‘family’ 
factors. 
Higher instances of 
DSM-V diagnosable 
anxiety (38.7%) and 
depression (28%) 
than previous 
studies. 
Use of 
validated 
measures 
 
Siblings 
completed 
measures for 
themselves 
Little 
demographic 
information on 
participants to 
allow to 
judgement of 
representative
ness. 
Rayan & 
Ahmad 
(2017) 
104 parents of 
children with 
ASD (31 fathers) 
 
71% had 
medical 
insurance 
covering speech 
therapy and 
behavioural 
therapy 
 
Jordan 
 
Through 10 
community 
centres with 
ASD services 
across Jordan 
Quantitative 
- DASS-21 
- PRC 
subscale of 
CERQ 
To explore links 
between positive 
stress reappraisal 
coping and 
distress in 
parents. 
PRC scores 
significantly 
predicted stress, 
anxiety and 
depression, after 
controlling for 
parental age and 
gender. 
Use of 
validated 
measures 
Low proportion 
(31/104) of 
fathers 
compared to 
mothers. 
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 Sample Recruitment 
strategy 
Type of 
Study 
Study Aim Main findings Strengths Limitations 
Yu et al. 
(2016) 
121 mothers of 
preschool 
children 
diagnosed with 
ASD. 
 
China 
All first 
appointment 
mothers 
attending an 
ASD clinic 
Quantitative 
- DBC-P 
- CWCQ 
- Affiliate 
Stigma 
Scale 
To evaluate 
prevalence of 
affective 
disorders among 
mothers, and 
identify 
associated 
factors. 
DBC scores 
significantly 
(p<0.001) higher in 
children of mother 
with an affective 
disorder. 
 
Multiple 
mother/environment 
variables 
significantly 
associated with 
affective disorder 
prevalence. 
Considered 
characteristics 
of those who 
declined to 
participate 
 
Use of 
validated 
measures 
Underplayed 
involvement of 
previous 
psychiatric 
history – it is 
mentioned but 
inclusion of such 
cases is not 
justified. 
 
Cross-sectional 
design with no 
follow up 
Keenan 
et al. 
(2016) 
24 ASD children 
(7-14yrs) and 24 
TD children (7-
12yrs), with each 
child’s primary 
caregiver 
(including 
parents, 
grandparents 
and step 
parents) 
 
Australia 
 
N=11 
recruited from 
other 
research 
study 
 
Online 
noticeboards 
 
Community 
groups 
 
Schools 
 
Quantitative 
- Security 
Scale 
- CSQ 
- K-10 
- PSI-SF 
- ECR-R 
To explore 
relationships 
between child 
attachment style 
and parental 
distress/stress/ 
romantic 
attachment style. 
Higher 
psychological 
distress, parenting 
stress, and 
attachment-related 
anxiety in ASD 
parents than TD. 
 
No significant 
difference between 
TD and ASD 
children’s reports of 
security of 
attachment. 
TD 
comparison 
used 
 
Use of 
validated 
measures 
 
Measures 
given to ASD 
child  
11 ps from 
‘existing research 
study’ not 
explained. 
 
Siblings – 
parents asked to 
report on 
‘parenting stress 
in relation to 
each child’. Is 
this easily 
distinguishable? 
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 Sample Recruitment 
strategy 
Type of 
Study 
Study Aim Main findings Strengths Limitations 
Di Biasi 
et al. 
(2016) 
 
 
26 TD Siblings 
(age 4-12yrs) of 
children with 
ASD. 
 
14vs12 gender 
split and 
older/younger 
split 
 
Italy 
 
Psychiatrist 
contacted eligible 
families from child 
psychiatry centres. 
Quantitative 
All 
completed 
by parent 
(for sibling) 
- SRS 
- CBCL 
(for parent) 
- PSI-SF 
To explore 
variables 
affecting 
siblings of 
children with 
ASD. 
Parental distress 
was higher when 
siblings were older 
than the child with 
ASD. 
 
Maladaptive 
symptoms 
positively correlated 
with sibling’s age. 
Use of 
validated 
measures 
88% of families 
high/medium 
socioeconomic 
status – not 
representative 
 
Parents 
completing 
measures on 
behalf of siblings 
 
Small sample 
size 
 
Lai et al. 
(2015) 
136 parents – 
54% with a child 
with ASD and 
46% without. 
 
80.9% mothers 
 
81.6% Chinese 
 
Singapore 
 
ASD – 
Neurobehavioural 
Clinic attendees 
sent invite letters 
 
Control – Student 
Health Centre 
advertising 
posters 
Quantitative 
- PSI-SF 
- DASS-21 
- Brief 
COPE 
To ascertain 
if parents of 
ASD 
children use 
more 
adaptive or 
maladaptive 
coping 
strategies 
than parents 
of TD 
children. 
Parents of ASD 
children experience 
more stress and 
depression, and 
use more 
maladaptive coping 
strategies than TD 
children’s parents. 
Use of 
validated 
measures 
Only captures 
parents of 
children with 
ASD who have 
sought specific 
professional 
support. 
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 Sample Recruitment 
strategy 
Type of 
Study 
Study Aim Main findings Strengths Limitations 
Whitehead 
et al. (2015) 
438 female 
primary 
caregivers 
(biological/foster/ 
step/ 
grandparents 
 
Australia 
Contacted 45 
autism 
services after 
a search. 11 
agreed to 
publicise and 
recruit both 
online and 
offline. 
Quantitative 
- DASS-21 
- CD-RISC-
35 
- DBC-P24 
- LCB 
- Brief 
COPE 
- SSI 
- SOS 
To explore 
psychological 
distress and 
resilience in 
families of 
children with 
ASD. 
 
Predictors explored 
account for 47% of 
variance in 
DASS-21 and CD-
RISC scores. 
Use of 
validated 
measures 
Sample not 
representative 
– mostly 
Caucasian. 
 
Fathers’ data 
excluded 
without 
rationale 
given. 
 
Gong et al. 
(2015) 
196 parents of 
children with 
ASD (23-
144months) 
 
113 control 
parents of TD 
children (23-
143months) 
 
China 
 Quantitative 
- PSI 
- ABC 
- CARS 
- SDS 
- SAS 
To explore 
stress, distress, 
and relationship 
with depressive/ 
anxiety 
symptoms in 
parents of 
children with 
ASD. 
Parents of children 
with ASD reported 
significantly higher 
stress on all scales 
of PSI measure. 
 
Total ABC score, 
maternal anxiety 
symptom and 
child’s age 
accounted for 
54.9% of variance 
of parenting stress 
scores. 
Use of 
validated 
measures 
Lack of detail 
about 
recruitment 
and sample 
characteristics
. 
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 Sample Recruitment 
strategy 
Type of 
Study 
Study Aim Main findings Strengths Limitations 
Gona et 
al. (2016) 
103 ps 
 
Parents of 
children with 
ASD. 
 
Professionals in 
regular contact 
with parents of 
children with 
ASD. 
 
Kenya 
 
Parents 
- Neuro-
assessment 
centre (rural) 
- Educational 
assessment 
centre and 
resource 
centre (urban) 
 
Professionals 
- Special 
Units 
- Schools 
- Hospitals 
- Social 
Services 
Qualitative 
- 37ps 
completed 
individual 
interviews 
- 66ps took 
part in 
focus 
groups 
 
Content 
analysis 
To explore 
challenges and 
coping among 
parents of 
children with 
ASD. 
Important themes 
including support 
needed, both 
physically and 
emotionally. Also, 
coping strategies 
including diet and 
religion. 
Includes 
varying 
locations, and 
parents as 
well as 
professionals 
Transcripts 
translated 
from Swahili to 
English prior 
to analysis – 
may lose 
some richness 
of data, and 
meaning? 
 
Unclear 
parent/ 
professional 
split on 
interviews 
compared to 
focus groups. 
 
Questions 
negatively 
weighted – 
‘what 
challenges…?’ 
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 Sample Recruitment 
strategy 
Type of 
Study 
Study Aim Main findings Strengths Limitations 
Ahmad 
& 
Dardas 
(2015) 
101 fathers of 
children with 
ASD 
 
Jordan 
Licensed 
special 
education 
centres 
Quantitative 
- PSI-SF 
- WHOQOL-
BREF 
To find 
predictors of 
fathers’ quality 
of life 
Model accounted 
for 28% of variance 
- including quality of 
life, parental 
distress, level of 
education, child’s 
gender, and difficult 
child subscale most 
predictive (in order 
highest to lowest). 
Use of 
validated 
measures 
 
Derguy 
et al. 
(2015) 
162 mothers and 
fathers (from 50 
families of 
children with 
ASD and 56 
control families) 
 
France 
ASD 
- Diagnosis 
centres 
- parent 
associations 
- Care centres 
- Schools 
 
Control 
- Schools 
 
Total of 21 
recruiting 
centres 
Qualitative 
Content 
Analysis 
To explore the 
needs of parents 
with children 
with ASD in a 
French sample 
6 levels of need 
- Information 
- Emotional support 
- Material 
- Daily 
management 
- Parental Guidance 
- Relational support 
Multiple 
recruitment 
sites aiming to 
be spread 
geographically 
to gain 
representative 
sample. 
 
Rigorous and 
detailed 
explanation of 
analysis 
method. 
Recordings 
not used – 
data set is 
reports written 
by 
interviewers 
after 
interviews. 
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 Sample Recruitment 
strategy 
Type of 
Study 
Study Aim Main findings Strengths Limitations 
Garcia-
Lopez et 
al. (2016) 
76 sets of 
biological 
parents of 
children with 
ASD (age 3-
18yrs) 
 
Spain 
Learning 
Disabilities 
unit 
 
Autism school 
 
Spanish 
professional 
association of 
autism 
Quantitative 
- CARS 
- BPI 
- PSOC 
- KIPP-PC 
- PSI 
- HADS 
To explore the 
impact of actor-
partner influence 
on parental 
psychological 
adaptation. 
Higher parental 
efficacy, and 
controllability 
predicts decreased 
anxiety, stress, and 
depression, and 
increased wellbeing 
among mothers and 
fathers. 
 
Increased 
happiness and 
fulfilment predicted 
decreased stress. 
Multiple 
recruitment 
sites 
 
Inclusion of 
positive 
measure 
 
Use of 
validated 
measures 
Lack of clarity 
for variance 
accounted for 
Table 1: Summary of reviewed articles. 
ABC – Autism Behaviour Checklist; ASD – Autism Spectrum Disorder; BPI – Behaviour Problems Inventory; CARS - 
Childhood Autism Rating Scale; CASI – Child and Adolescent Symptom Inventory; CBCL – Child Behaviour Checklist; CD-
RISC-25 – Connor Davidson Resilience Scale; CERQ - Cognitive Emotion Regulation Questionnaire; CSQ – Coping 
Strategies Questionnaire; CWCQ – Chinese Ways of Coping Questionnaire; DASS-21 – Depression Anxiety Stress Scales-
21; DBC(-P) – Developmental Behaviour Checklist (Primary carer version); ECR-R – Experiences in Close Relationships-
Revised; HADS – Hospital Anxiety and Depression Scale; K-10 – Kessler Psychological Distress Scale; KIPP-PC – Kansas 
Inventory of Parental Perceptions Positive Contributions scale; LCB – Locus of Control of Behaviour Scale; PRC– Positive 
Reappraisal Coping; PSI-SF – Parenting Stress Index Short Form; PSOC – Parent Sense of Competence Scale; SAS – 
Self-rating Anxiety Scale; SDS -Self-Rating Depressive Scale; SEARS- Social Emotional Assets and Resilience Scales; 
SOS – Service Obstacles Scale; SRS – Social Responsiveness Scale; TD – Typically Developing; SSI – Social Support 
Index; WHOQOL-BREF – World Health Organisation Quality of Life Assessment – Brief Self-Administered Instrument 
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There was a large variation in study location and therefore papers will initially 
be considered in terms of continent to make clear any cultural differences 
which are present in studies. 
Studies from Asia 
Ahmad & Dardas (2015) explored the quality of life of fathers with children 
with ASD in Jordan, using 2 validated outcome measures. Their resulting 
model accounted for 28% of variance of fathers’ quality of life, of which 
parental distress was the greatest predictor. The authors call for more 
qualitative research to improve understanding. 
Lai et al. (2015) compared use of adaptive and maladaptive coping 
mechanisms between parents of children with and without ASD in Singapore. 
They used 3 validated measures and found that parents of children with ASD 
used significantly more maladaptive coping mechanisms, and experience of 
more stress and depression symptoms than parents without an autistic child. 
The recruitment strategy only targeted parents who were accessing a 
specific neuro-behavioural support centre which, the authors acknowledge, 
may not be representative of the general population of Singapore. 
Gong et al. (2015) explored the relationship between stress and distress, and 
depression/anxiety symptoms by comparing parents of children with ASD to 
control parents. They used 5 validated measures considering both parent 
and child variables and created a model where total ABC score, maternal 
anxiety symptoms and child’s age accounted for 54.9% of variance 
predicting parental stress. The key area missing from the paper is detail 
about recruitment and sample characteristics – the authors acknowledge that 
they did not measure mothers’ and fathers’ stress separately but do not 
elaborate on the proportions of each gender. 
Yu et al. (2016) explored the prevalence of affective disorders among 
mothers of preschool children with ASD in China. They used 3 validated 
measures and considered the characteristics of mothers who declined to 
take part, which was not the case for any of the other reviewed studies. They 
did, though, include participants with mental health difficulties which pre-
dated the birth of their child with ASD, the rationale for which was not 
convincingly argued. They found a large number of variables which were 
significantly associated with maternal affective disorders including having a 
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lower income, lack of confidantes, family history of mental illness, and 
mothers’ scores on the stigma scale and CWCQ-resigned distancing 
subscale. The only child factor which was significantly associated was DBC 
scores. 
Rayan & Ahmad (2017) considered the relationship between positive stress 
appraisal and psychological distress among parents of children with ASD in 
Jordan. They used multiple recruitment sites and 2 validated measures. Only 
31/104 participants were fathers, a similar sample difficulty to other studies 
(e.g. Lai et al. 2015). The results showed PRC scores significantly predicted 
parental stress, anxiety and depression once age and gender had been 
controlled for. 
The Asian studies reviewed were all quantitative exploring parental factors 
and largely lacked male family members’ inputs. It is interesting that Ahmad 
& Dardas (2015) noted this gap in the literature and chose to solely focus on 
fathers’ quality of life. Their aim and results was slightly different to other 
studies looking at both parents, with distress being a key predictor of poor 
quality of life, where other studies looked at predictors of such distress, prior 
to considering the impact of this distress upon the individual’s life. 
Studies from Africa 
Gona et al. (2016) conducted the only reviewed study which took place in 
Africa. They used a qualitative methodology to explore the challenges faced 
by parents of children with ASD as there is little known about the subject in 
African culture. They used individual interviews and focus groups, covering 
an urban and a rural county and both parents and professionals. The authors 
appear to have spent a lot of time considering triangulations and how to 
make the outcomes representative of the Kenyan population which is a key 
strength of the paper. The resulting themes were like the other studies, 
including stigma and care-giver burden, though other themes such as 
religious influences and diet have not been highlighted in other papers, 
possibly due to constraints of pre-validated questionnaires. This paper gives 
evidence that impact upon families may have similarities across cultures, but 
further qualitative papers will broaden the knowledge of this as inevitably 
themes will arise which were not initially expected when participants are 
given the chance to speak freely in an interview. 
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Studies from Oceania 
Bitsika et al. (2015) recruited 75 siblings of children with ASD and explored a 
large number of variables using 2 validated self-report measures exploring 
resilience and anxiety/depression symptoms - siblings responded 
themselves, which is a strength of the paper. The results showed more 
siblings reporting clinically diagnosable symptoms of anxiety (38.7%) and 
depression (28%) than previous studies, indicating a more serious issue 
being present for siblings than was previously thought. The authors 
acknowledge that the inclusion of siblings with other psychiatric diagnoses 
does confound results, being significantly associated with increased anxiety, 
but significantly linked to increased depression. 
Whitehead et al (2015) explored psychological distress and resilience among 
family members of children with ASD. They also recruited using multiple sites 
across the state and both online and offline promotion to increase the 
representativeness of the sample. Seven validated measures were analysed 
from 438 female participants, the largest sample of the review, though the 
authors do not appear to account for their removal of male participants 
despite them being a small percentage of the respondents (5%), their data 
was never analysed. A low number of male participants is a continued theme 
across research presented, and therefore it is more of a shame that data was 
collected but never used. The model produced accounts for 47% of variance 
for distress and resilience scores and factors were consistent with other 
models presented from other countries’ research. 
Keenan et al. (2016) explored child attachment, and caregiver factors 
including distress, stress, and romantic attachment. The authors included 
step, foster, biological, and grand-parents in the study similar to Whitehead 
et al. (2016) and these are the only two studies to do so. Five validated 
measures were used, including a measure for the child with ASD to 
complete. Results were similar to previous findings both in Australia and 
beyond; parents of children with ASD reported higher distress, parenting 
stress, and attachment-related anxiety compared to parents of typically 
developing (TD) children. 
Overall, the findings from the studies in Oceania are similar to those 
previously and from other countries, with some plausible additions e.g. 
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attachment-related anxiety. The strength of these 3 Australian studies is 
within the recruitment, and samples used which is noticeably more inclusive 
than others discussed thus far. Including other informants, including the 
child’s view of their relationship with their parents, adds further evidence to 
findings. 
Studies from Europe 
Derguy et al. (2015) used semi-structured interviews to explore the needs of 
French parents with children with ASD. The authors recruited for a year 
across multiple sites, and used a control group for comparison. A major flaw 
in the analysis is the use of interviewer reports as opposed to recordings 
which brings into question the validity of the raw data, though the authors do 
give a detailed account of the analysis process. The authors acknowledge 
this as a limitation though they do not appear to explore the significance of 
the impact of this as a methodology. The themes do echo previous findings, 
which adds to the knowledge base significantly due to the limited amount of 
qualitative research in the area. 
Di Biasi et al. (2016) explored variables affecting siblings of children with 
ASD in Italy, the only paper to consider siblings in this review other than 
Bitsika et al. (2015) in Australia. They used 3 validated measures which were 
compared by parents about siblings, and the authors acknowledged they 
needed more participants to gain power, though they do present the article 
as a pilot study. The results contrast with the other sibling study in the 
review, as Di Biasis et al. (2016) claim that ‘ASD-siblings are not exposed to 
a higher risk… of psychosocial maladjustment’. This may be due to the 
sample being biased towards a high socioeconomic background and 
therefore were not representative. Indeed, Derguy et al.’s (2015) study in 
France found a significant effect of employment levels, which is linked to 
socioeconomic status. 
Garcia-Lopez et al. (2016) studied parent dyads in Spain using 6 validated 
measures including a positive measure (KIPP-PC). They found that an 
increase in parental efficacy and controllability predicted decreased anxiety, 
stress, and depression, as well as increased wellbeing among both mothers 
and fathers. They also found that increased happiness and fulfilment 
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predicted lower stress levels – the only reviewed study to directly consider 
benefits from having a child with ASD. 
Overall there were no obvious differences between outcomes regardless of 
the location of the sample. This may be more evident in qualitative research 
where participants can speak more freely as opposed to being constrained 
by questionnaires. This is something which would be helpful to explore in 
future to identify culturally specific needs which have not yet been 
researched. Whilst the above studies using validated measures is a clear 
strength, it can be assumed that questionnaires will only be validated and 
chosen for use if there is existing evidence for a particular phenomenon. 
Many studies also used similar validated measures such as the PSI (Haskett 
et al., 2006). It is a strength of the studies that they all used validated 
measures which allowed for comparison against the general population 
statistics. However, the bulk of research evidence being based upon the 
same measure may mean results are partly due to biases in the measure as 
opposed to being a complete and true picture of family members’ wellbeing. 
Studies largely had a strong recruitment strategy including multiple sources 
of participants, though the participants themselves were not always 
representative of the local community. In particular, male family members 
were lacking in all but Ahmad & Dardas’ (2015) research which made fathers 
the focus of their research for this reason. Many of the studies discuss the 
need for longitudinal research as impact on individuals may change over 
time, and this is clear in Appendix A where none of the studies include a 
follow up. This may be particularly pertinent given findings (Di Biasi et al., 
2016) that maladaptive symptoms increased with siblings’ ages. Following up 
the same participants would increase the validity of findings for any of the 
above studies.  
Much of the research reviewed was quantitative and completed by parents, 
even in cases where they were not the primary research focus. Asking 
individuals affected be they siblings, individuals with ASD, or outside parties, 
will triangulate data as some of the reviewed studies did, to increase the 
reliability of results. 
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Discussion  
This review was completed with the aim of bringing together the literature 
which has a focus on the psychological needs of family members of 
individuals with ASD. Summarising the outcomes, the above literature 
strongly argues negative effects on family members of a child with ASD. 
Gong et al. (2015) and Keenan et al. (2016) found results showing higher 
parental stress in parents of children with ASD as opposed to typically 
developing children. Yu et al. (2016) found that an increase in the child with 
ASD’s difficult behaviours was linked with increased affective disorders 
among mothers. Whitehead et al. (2015) and Ahmad & Dardas (2015) also 
linked behavioural disturbance with increased parental distress. Ahmad & 
Dardas’ (2015) focus on fathers also found that distress predicted quality of 
life, and therefore it may be assumed that other parents or carers of 
individuals with ASD may experience poorer quality of life than families who 
do not experience the same levels of difficult behaviour in the home. 
Focussing on families’ mental wellness, multiple studies showed increased 
anxiety and depression levels in both parents and siblings of individuals with 
ASD (Gong et al., 2015, Bitsika et al., 2015, Keenan et al., 2016; Di Biasi et 
al., 2016). Derguy et al. (2016) found qualitatively that emotional needs were 
important to parents, in support of Whitehead et al. (2015) who found that 
social support was a predictor of reduced distress and increased resilience. 
Garcia-Lopez et al. (2016) further support Whitehead et al. (2015)’s findings 
that an internal locus of control predicts reduced distress, as Garcia-Lopez 
and colleagues found a relationship between increased parental efficacy and 
decreased stress, anxiety and depression. 
As a natural progression from the above described difficulties, some studies 
focussed more on how family members managed their distress. Lai et al 
(2015) found that maladaptive coping mechanisms were linked with higher 
parental stress. Conversely, Gona et al. (2016), Whitehead et al. (2015) and 
Rayan & Ahmad (2017) found that adaptive coping mechanisms predicted 
lower stress levels and parental distress, and higher resilience. Positively, as 
well as being linked to a decrease in parental distress (Whitehead et al., 
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2015), Bitsika et al. (2015) found that resilience was linked to decreased 
anxiety though this was only the case in child siblings under 12years old. 
The qualitative studies (Gona et al., 2016 & Derguy et al., 2016) considered 
many other areas which were otherwise not directly researched. These 
included stigma experienced by parents, a lack of appropriate support, and 
daily, material, and financial needs. 
Overall, there is a narrative of family members of individuals with ASD 
experiencing difficulties which significantly affect their wellbeing, and mental 
health. This then leads to the development of coping mechanisms which may 
be either adaptive or maladaptive – the variables which result in which 
strategies are developed appears to remain unclear. Those who do develop 
helpful coping mechanisms are likely to report an improvement in both their 
distress and resilience compared to those who have not. 
This serves to update Tint & Weiss’ (2015) synthesis to continue to keep an 
up-to-date understanding of research, informing the support of family 
members. Building on Tint & Weiss’ (2015) review, the findings of this review 
confirm the ongoing need for an increase in qualitative and exploratory 
research as there are many factors which are lacking investigation and 
therefore understanding, due to the targeted nature of quantitative studies 
which use focussed measures.  
Clinical Implications  
Due to the nature of ASD assessments and potential ongoing support, it is 
highly likely that family members will be in contact with mental health 
professionals more so than families without children with similar difficulties. 
As such, it is important for mental health professionals to be aware that 
although family members may not be attending appointments, clinics, or 
schools for their own support, they are likely to have psychological needs 
which would benefit from consideration. It is also likely that the psychological 
needs of family members may affect both the likelihood of attendance at 
mental health services, and the perception of the child’s behaviour and how 
this is presented to mental health professionals. 
The synthesised findings of increased parental distress and the impact of 
development of coping mechanisms and resilience, give important insights 
into how professionals can better support individuals proactively prior to 
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difficulties potentially reach clinical significance as was the case for some of 
the participants detailed above (e.g. Yu et al., 2016). 
Review Limitations  
The main limitations of the review were exclusion of studies which were 
otherwise relevant due to inclusion criteria as described during the screening 
process. The major source of this was non-peer reviewed papers including 
dissertations. This means the papers reviewed may be subject to publication 
bias and important findings either from research which will never be, or has 
yet to be published in a scientific journal, has not been included in the 
synthesis. 
The review gives a picture of the research breadth from diverse cultures and 
contexts, but does not present a depth of research from similar cultures 
which would allow for comparison and triangulation of findings. As culture is 
inevitably an important variable in the findings, it will be important for 
research to continue within individual countries to build depth and further 
evidence to confirm findings with different participants and settings of the 
same culture. 
It is worth noting that research reviewed spanned children with ASD from 
23months to 23years. Focussing on children and young people was not a 
criterion of the literature search though it is interesting given Tint & Weiss’ 
(2015) review unintentionally including a majority of adult individuals. In this 
manner, this review has added to the current summary of knowledge by 
focussing more on families of children with ASD. 
The review was completed by an independent researcher, and so the 
screening process and adherence to inclusion/exclusion criteria may be 
down to interpretation. The stages of screening have been described in a 
transparent way and decisions clarified in order to improve readers’ 
understanding of this. 
Future Research  
Considering the worldwide population of people with ASD, the sample 
populations used in many of the above studies are low. Follow up data would 
increase the data set available, particularly for quantitative comparisons. Tint 
& Weiss (2015) recommended an increase in qualitative research and this 
remains an area which lacks full investigation given the low proportion of 
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explorative studies in this review. Initially it would be helpful to explore the 
needs of families more widely, in order to ascertain areas which may have 
been missed, as was demonstrated by multiple themes from this review’s 
two qualitative studies. Mixed methods studies could then enable a link 
between quantitative evidence of such topics, and qualitative views on how 
individuals would like to be supported. 
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Appendix A - Journal Submission Guidelines 
Autism is a major, peer-reviewed, international journal, published 8 times a 
year, providing research of direct and practical relevance to help improve the 
quality of life for individuals with autism or autism-related disorders. It is 
interdisciplinary in nature, focusing on evaluative research in all areas, 
including: intervention; diagnosis; training; education; neuroscience; 
psychological processes; evaluation of particular therapies; quality of life 
issues; family issues and family services; medical and genetic issues; 
epidemiological research. 
 
Autism provides a major international forum for peer-reviewed research of 
direct and practical relevance to improving the quality of life for individuals 
with autism or autism-related disorders. The journal's success and popularity 
reflect the recent worldwide growth in the research and understanding of 
autistic spectrum disorders, and the consequent impact on the provision of 
treatment and care.  
Autism is interdisciplinary in nature, focusing on evaluative research in all 
areas, including: 
 intervention  
 diagnosis  
 training  
 education 
 neuroscience 
 psychological processes 
 evaluation of particular therapies 
 quality of life issues 
 family issues and family services 
 medical and genetic issues 
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1. What do we publish? 
1.1 Aims & Scope 
Before submitting your manuscript to Autism, please ensure you have read 
the Aims & Scope. 
1.2 Article Types 
The Journal considers the following kinds of article for publication: 
Research Reports. Full papers describing new empirical findings; 
Review Articles 
(a) general reviews that provide a synthesis of an area of autism research; 
(b) critiques - focused and provocative reviews that may be followed by a 
number of invited commentaries, with a concluding reply from the main 
author. 
Both full Research Reports and Review Articles are generally restricted to a 
maximum of 6,000 words, including all elements (title page, abstract, notes, 
tables, text), but excluding references.  Editors may ask authors to make 
certain cuts before sending the article out for review. 
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Short Reports. Brief papers restricted to a maximum of 2,000 words with no 
more than two tables and 15 references. Short reports could include other 
approaches like discussions, new or controversial ideas, comments, 
perspectives, critiques, or preliminary findings. The title should begin with 
‘Short Report’. 
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published articles. The decision to publish is made by the Editors, in order to 
ensure a timely appearance in print. Letters should be no more than 800 
words, with no tables and a maximum of 5 references. 
1.3 Writing your paper 
The SAGE Author Gateway has some general advice and on how to get 
published, plus links to further resources. 
1.3.1 Make your article discoverable 
When writing up your paper, think about how you can make it discoverable. 
The title, keywords and abstract are key to ensuring readers find your article 
through search engines such as Google. For information and guidance on 
how best to title your article, write your abstract and select your keywords, 
have a look at this page on the Gateway: How to Help Readers Find Your 
Article Online. 
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reviewer’s name is withheld from the author and, the author’s name from the 
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identities to remain concealed. Each new submission is carefully read by one 
of the Editors to decide whether it has a reasonable chance of getting 
published. If the Editor thinks it does not have this chance, at least one other 
Editor will be consulted before finally deciding whether or not to send the 
manuscript out for review. Autism strives to do this within two weeks after 
submission, so that authors do not have to wait long for a rejection. 
Feedback is also provided on how to improve the manuscript, or what other 
journal would be more suitable. Each manuscript is reviewed by at least two 
referees. All manuscripts are reviewed as rapidly as possible, and an 
editorial decision is generally reached within (e.g.) 6-8 weeks of submission. 
As part of the submission process, you will be asked to provide the names of 
2 peers who could be called upon to review your manuscript. Recommended 
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Qualitative papers 
 
 
1
/ 
C
le
a
r 
a
im
s
 
2
/ 
A
p
p
ro
p
ri
a
te
 
m
e
th
o
d
o
lo
g
y
 
3
/ 
D
e
s
ig
n
 
a
p
p
ro
p
ri
a
te
 
4
/ 
R
e
c
ru
it
m
e
n
t 
a
c
c
e
p
ta
b
le
?
 
5
/ 
D
a
ta
 
a
d
d
re
s
s
e
d
 
re
s
e
a
rc
h
 
is
s
u
e
?
 
6
/ 
R
e
la
ti
o
n
s
h
ip
 
b
e
tw
e
e
n
 
re
s
e
a
rc
h
e
r 
a
n
d
 
p
a
rt
ic
ip
a
n
ts
 
c
o
n
s
id
e
re
d
?
 
7
/E
th
ic
a
l 
c
o
n
s
id
e
ra
ti
o
n
?
 
8
/ 
A
n
a
ly
s
is
 
ri
g
o
ro
u
s
?
 
9
/C
le
a
r 
s
ta
te
m
e
n
t 
o
f 
fi
n
d
in
g
s
?
 
1
0
/ 
V
a
lu
a
b
le
 
re
s
e
a
rc
h
?
 
Gona et 
al. (2016) 
Yes Yes Yes Yes Yes No Yes Yes Yes New 
research in 
Africa. 
Contribute to 
support. 
Derguy et 
al. (2015) 
Yes Yes Partial Yes Partial No Yes Yes Yes Confirms 
previous 
findings plus 
additional 
themes. 
 
Data 
collection not 
transcripts 
therefore of 
questionable 
value 
 
 49 
 
 
 
Chapter 2 
 
 
‘At times peaceful, 
sometimes not’ 
 
A Photovoice exploration of 
the psychological needs of 
neurotypical siblings of 
children on the autism 
spectrum 
 
Word count - 7953 
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Abstract 
Neurotypical siblings of children with ASD are in a position which largely 
lacks the support structures which are in place for other individuals such as 
parents and professionals. Often these siblings will spend more time with a 
child with ASD than anyone else yet there is minimal research which has 
sought siblings directly as participants for research, particularly younger 
children. The aim of this study was to develop an understanding of the 
siblings’ psychological needs from their perspectives, as previous research 
has focussed on quantitative and/or parent reports. Using Photovoice as a 
participatory methodology, five children aged between seven and eleven 
years old took photographs under the title ‘what is it like having a sibling on 
the autism spectrum?’ Participants then completed an individual interview to 
discuss their photos, and came together as a group to theme their own 
photographs. The results are presented in four superordinate themes: ‘focus 
on the sibling with ASD’, ‘conflict and struggles in daily life’, ‘coping 
mechanisms’, and ‘it’s not all bad’ which are supported by both quotes from 
participants, use of their photographs, and the themes which they devised as 
a participant group. Strengths and limitations of the study are considered, as 
well as the implications of the outcomes on future support services for 
siblings which would need to take into account the distressing nature of 
some of the experiences which are likely to be part of the daily life of siblings 
of children with ASD, as well as acknowledging the positive and fun 
experiences which having such a sibling can bring to a family. Finally, the 
significance of promoting resilience and development of positive coping 
mechanisms is discussed, with its importance derived from the sometimes 
adverse situations which the participants explored both in their interviews 
and photographs and also drawing on findings from previous research. 
Further directions for research are also proposed. 
 
Key words: Autism Spectrum Disorder (ASD); siblings; photovoice 
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Introduction 
 
The National Autistic Society (2017) defines autism as ‘a lifelong 
developmental disability that affects how people perceive the world and 
interact with others’. Baron-Cohen et al. (2009) estimated that among the 
school population in the United Kingdom there are around 157 children with 
autism per 10000, including children who do not have a formal diagnosis. 
According to the Office for National Statistics in 2016, 55% of families in the 
UK had more than one child. It can therefore be reasonably assumed that 
there are a large number of school children who have a sibling on the autism 
spectrum, and the nature of autism as stated suggests that there will be 
some difference in the experience of having a sibling with autism as opposed 
to a sibling who is neurotypical (without neurological differences). 
 
Much of the research involving neurotypical siblings of children with ASD 
focusses on predicting rates of diagnosis in siblings (e.g. Yoder et al., 2009) 
or sibling rates of other linked impairments including social functioning 
deficits (e.g. Cornew et al., 2012) and language problems (e.g. Drumm et al., 
2015). There has also been investigation into siblings' roles within 
interventions for individuals with ASD; Shivers & Plavnick (2015) completed 
a review of such interventions. They report siblings playing a fundamental 
role in intervention, including acting as a role model, and promoting social 
skills. Siblings are a constant and present member of the child with ASD’s 
support network; therefore it is important to consider their needs. This may 
be in a similar way to how professionals receive supervision and parents can 
attend parent support groups offered routinely post-diagnosis (e.g. the 
Earlybird programme run by the National Autistic Society). Indeed, Shivers & 
Plavnick (2015) acknowledge that further research should consider the 
impact upon siblings potentially involved in interventions, in order to improve 
outcomes for all children involved. 
 
Smith & Elder (2010) reviewed twelve studies which all focussed on parents 
and siblings of individuals with ASD. The nine sibling studies considered 
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sibling behaviours, sibling relationships, and sibling adaptation. Particularly 
related to the present research, Benderix & Sivberg (2007) interviewed 
siblings of children with ASD who lived in a group home; they presented 
themes including feeling a sense of responsibility, and exposure to difficult 
behaviour related to their sibling’s diagnosis. Smith & Elder (2010) 
summarise that there is a variation in findings between the studies they 
reviewed which Orsmond & Seltzer (2007) posed was due to the variation in 
methods used within the studies.  
 
Since the Smith & Elder (2010) review, Tsao et al. (2012) have considered 
the question 'what is it like to grow up as a sibling of a child with autism?'; 
they reviewed potential sources of support for siblings, including parenting 
strategies and support groups. They recommended that further work 
focusses on siblings, particularly considering differences due to life stage. 
Tsao et al. (2012) did not involve siblings’ views directly within their paper; as 
such the current body of literature which discusses siblings’ needs lacks a 
direct sibling voice. 
Hastings (2013) reviewed the needs of siblings with ASD in collaboration 
with the charity Sibs who support siblings of people with a disability. His 
review identified multiple gaps in research completed, including the need to 
gain a better understanding of the effect of both positive and negative 
impacts having a sibling with ASD can have on a child. Hastings also 
recommends further research into sibling support packages in order to 
produce robust programmes to offer appropriate support. Using a method 
which meets this need may serve to bring together previous research and 
theories. At the time of writing, a robust evidence base for sibling support 
and groups continues to be lacking and therefore it is posed that the need to 
research how siblings can be best supported and how effective current 
support packages are in addressing this area of need, is increasingly 
important both for the wellbeing of siblings, and for the appropriate use of 
resources. 
The current study therefore had the aim of exploring this area using a 
different and participatory method (Photovoice; Photovoice, 2016) in order to 
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contribute to the literature with a view to developing more tailored support for 
siblings of young people with ASD. This piece of research focussed on giving 
siblings a voice such that their perspective could formally contribute to the 
literature in this area and in some way triangulate the findings of previous 
research. By involving young people so actively, and using a methodology 
which is tailored to facilitating participants being able to speak out and 
communicate (Photovoice, 2016), it is hoped that the results will make a 
strong contribution to the current literature which can be combined in the 
future to form an evidence-based support package for siblings of individuals 
with ASD. 
Research question 
What are the psychological needs of neurotypical children, specific to having 
a sibling with a diagnosis of autism spectrum disorder? 
 
Method 
Photovoice is a participatory action research methodology which is growing 
in popularity for allowing vulnerable and marginalised groups to have a voice 
and communicate where they would not otherwise have a forum to do so. Its 
most key components are bringing together a group, and giving them camera 
equipment to take photographs which communicate their view/perspective. 
The resulting photographs and verbal/written data can be used in a variety of 
different ways; the specifics of this study will be detailed further below. Wang 
& Pies (2004) used the Photovoice method to explore maternal and child 
health by engaging community members and using this information to 
support the development of services, similar to the current research. Fortin et 
al. (2015) found that involving a homeless population in their analysis 
resulted in a meaningful and accurate contribution to the literature. The 
current research aims of contributing to the evidence base for psychological 
support of siblings are similar to these two previous studies indicating its 
suitability. The inclusive nature of Photovoice, highlighted as a strength in the 
above authors’ articles, allows vulnerable members of the community to 
contribute to academic research in a non-threatening and empowering way 
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which is also a key element of how the current research will aim to fill a gap 
in the literature of allowing siblings’ voices to be directly heard. 
Recruitment and Participants 
The Child and Adolescent Mental Health Service (CAMHS) where the 
researcher was employed was the setting for the research, and links were 
built with the ASD service during the proposal stage of research 
development. The service runs short term post-diagnosis groups for parents 
of children with ASD. These groups are co-facilitated by the clinical 
supervisor as part of their existing job role, and four of these groups were 
attended by the lead researcher. The purpose of this was to promote the 
project, such that any parent who felt their children may be interested in 
participating could approach the researcher at the end of the group to 
receive participant information sheets for both themselves and their child.  
 
Participating children were required to be aged seven to eleven years old, 
and have a sibling with a formal ASD diagnosis which the participating child 
was aware of. Unfortunately due to lack of funding for translation services, 
non-english speakers were unable to participate. Participants were also 
excluded if they themselves had a formal ASD diagnosis, or were on the 
waiting list for an ASD assessment due to this not meeting the aims of the 
research question. This was the only practicable way of screening that 
participants themselves did not have ASD. The stated age range was chosen 
due to Tsao et al. (2012) recommending that life stage is taken into account 
when furthering research in this area. Focussing on a specific age range also 
gives a more homogenous group which promotes a more in depth 
understanding of the impact upon this life stage. Restricting the age in this 
way places the children within a similar stage (e.g. all in key stage 2 in 
primary school) in relation to their abilities, meaning the group was more 
cohesive in order to allow consideration, post-analysis, of the needs which 
specifically related to having a sibling with autism, as opposed to variation 
occurring due to other factors.  
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Hergenrather et al (2009) completed a qualitative review of Photovoice 
studies. Of 31 studies included, the minimum participant number was 4, the 
maximum was 122, with a modal score of 5. It is worth noting that the 
subsections ‘living with disabilities’ and ‘improving quality of life’ which are 
most in keeping with this study, had the lowest participant numbers with 4 
out of 9 studies having 5 participants or less. As such, the recruitment aim 
was 5-7 participants. 
 
Recruitment posters (see Appendix D) were also displayed in CAMHS 
waiting rooms though no participants were recruited via this method. From 
the post-diagnosis groups, fourteen parents (who represented sixteen 
children) approached the researcher. Of these, two children were too young 
for the study’s criteria, and eight parents did not contact the researcher. This 
resulted in five children from four families who wanted to participate after 
they had been given written information - see Appendix E for child participant 
information and Appendix F for parent participant information. The 5 
participants and parents all discussed involvement verbally with the lead 
researcher at the service location prior to signing assent and consent forms 
(see Appendix G and H) and participating. During this time, the lead 
researcher reviewed the participant information sheets with young people 
and their parents, and answered any questions. All young people who met 
the researcher in person decided to participate in the research. 
 
The children chose their own pseudonyms as part of promoting their 
involvement in the research, and the participants are described in Table 1. 
All participating children were male, living full time with their siblings with 
ASD who were also male. 
Name Age Older/younger than sibling with ASD 
Andrez 10 Younger 
Voltboy 11 Younger 
Steve 8 Younger 
CJtheDJ 7 Older (NB: also sibling of Bigmac) 
Bigmac 10 Older (NB: also sibling of CJtheDJ) 
Table 1: Participant characteristics 
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Research design  
Using the Photovoice methodology, the research process was designed to 
involve the participants as often and as authentically as possible, to allow 
them to take ownership and control of the project whenever it was 
practicable and did not undermine the scientific element of the research. As 
such, the lead researcher and supervising clinician were present at the group 
theming session as facilitators as opposed to being in an expert position. The 
philosophy of adapting the methodology around the participants is one which 
underpins Photovoice projects (Photovoice, 2009), in order that vulnerable 
groups are still able to have a voice and participate fully. 
 
With the researcher present in case of questions, the young people read and 
signed assent forms designed to be age appropriate in terms of simplified 
language and content (see Appendix G) and their parent also signed a 
consent form at the same time (see Appendix H). After giving consent to 
participate, participants were invited to a group where they were taught to 
use a digital camera and the aims of the research were discussed. They 
were each given a camera to take away with them, to take photographs 
which they felt answered the question 'what is it like having a brother with 
autism?'. Participants then took photos in their own time for a period of three 
weeks which spanned both school holiday and term time. Participants 
returned the camera to the researcher prior to the interview taking place, so 
that photographs could be printed and laid out on the table during the 
interview. This allowed the young people to see all photos at the same time 
and choose without bias which photo they wanted to talk about. Qualitative 
semi-structured interviews then took place with each of the participants at the 
CAMHS building where the research was based. They were given the choice 
of whether they wanted to have their parent present or wait outside the 
interview room – 3 young people chose to have their parent present, and 2 
chose to have their interview alone. It was emphasised to present parents 
that the focus was on their child’s views and parents should refrain from 
interrupting where possible. On occasion, parents did interrupt and facilitate 
their child sharing more information about their experience which was helpful 
– only the young people’s words were included in the analysis as opposed to 
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any comments from parents. Participants chose one photo to discuss, before 
choosing the next one up to a total of 5. No guidance was given on how to 
select which photograph to talk about; this was up to the young person. 
Without prompting, several of the young people chose multiple photographs 
to talk about at once and so discussed 5 ‘groups’ of photos in their 
interviews. Interviews lasted between 14 minutes 9 seconds and 40 minutes 
36 seconds. The mean interview length was 29minutes 47 seconds. The 
PHOTO method of questioning was used as follows -  
 Describe your Picture? 
 What is Happening in your picture?  
 Why did you take a picture Of this? 
 What does this picture Tell us about your life? 
 How can this picture provide Opportunities for us to improve your life? 
 
This method has been used by multiple researchers as a recognised method 
of triggering discussion (Hergenrather et al., 2009). Focussing on its 
relevance for the current research, as well as being clear for the age of 
participants, the questions are worded in such a way as to elicit information 
which helped meet the aims of the study – to find out the psychological 
needs of the children. The full interview schedule can be seen in Appendix I 
and this details the discussion with young people prior to the interview taking 
place which reiterates that the research or researcher would not be able to 
directly improve the participants’ lives or experiences. It was deemed 
important to ask the final question as part of the PHOTO method of 
questioning due to one of the key aims of the research being to inform sibling 
support. Directly asking young people this question helped to elicit these 
responses. Some young people went on to tell their parents about their 
ideas, but there was no indication that any of the young people felt their 
suggestions could or would be implemented by the research team. 
Once all interviews were completed, all children were invited back for the 
theming group where the 4 attending children discussed their photos and 
grouped them into themes which they named themselves. Unfortunately the 
5th child was unable to attend, though no reason was given for this. This 
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group was also audio recorded and this, along with the interviews were then 
analysed using thematic analysis. The addition of recording this group was 
an amendment put in by the researcher (see Appendix J for ethical approval 
documents and Appendix K and L for additional consent forms) due to the 
content and value of discussion in the consent meetings with participants 
which included multiple examples of experiences with their sibling and how 
they felt about this. The group theming between participants was valuable in 
prompting broad discussion between young people about things in their life 
which had not necessarily happened in the three week period during which 
they took their photos. These themes were then triangulated with the themes 
from the participants’ group session. At the end of the process once the 
above was complete, families were invited to a celebration event as 
described in the ethical considerations section below. 
 
Ethical issues 
The study received ethical approval from Staffordshire University Peer 
Review panel, as well as through North of Scotland REC Panel and HRA 
(see Appendix C for all documentation). Photovoice as an organisation has 
also created a Statement of Ethics (Photovoice, 2009), which outlines Core 
Principles and Key Areas of Ethical Concern which were factored into the 
design and adhered to within the current research. The main ethical issues 
requiring consideration were around the nature of photography, impact upon 
the child with ASD, and consent from the families involved. It was agreed 
that assent would be sought from participants, with consent from their parent, 
though it was felt obtaining sibling consent may be a barrier to participation 
for some children who had valuable experiences to contribute to the study; it 
was therefore accepted that the child with ASD would not be formally 
involved in the consent or research process. During the initial group where 
participants were taught to use their cameras, discretion and anonymity were 
discussed in terms of being respectful to their sibling and others. Participants 
agreed to only take photographs of people with their verbal consent and 
practised how to take photographs which did not include identifiable features 
of a person. Only these non-identifiable photographs have been used in this 
report and all other dissemination of the findings. The group also included 
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discussion around how images can be used symbolically for example to 
record an event after it has happened, or if a person does not wish to be in a 
photograph. Safety such as being aware of surroundings before stopping to 
take a photograph was also covered. 
 
Finally, there was a celebration event held at the end of the project which all 
participating and non-participating family members were invited to attend 
where participants were thanked for their involvement, given copies of their 
own pictures, and this also served as a more informal social event for the 
participants and families who had worked together and shared experiences 
as part of the methodology. It is important due to the group nature of the 
project, that all participants have closure on their participation (Photovoice, 
2009). 
 
Researcher’s position 
The research question was derived from the lead researcher’s clinical 
experience of conducting ASD assessments and working with young people 
with an ASD diagnosis within mental health services and specialist school 
settings. Largely working with young people in various settings, a preference 
for systemic practice and curiosity is the professional position of the lead 
researcher. This will undoubtedly have an impact upon the presented study 
in terms of a tendency to consider the impact of relationships and systems 
upon individuals and should therefore be borne in mind when interpreting the 
results. The lead researcher does, though, hold a position of naïve observer, 
seeking to understand a position which will never be held by oneself – 
despite an interest and curiosity, the position of being a child with a sibling 
with additional needs is one which has not been experienced by any of the 
research team. Pillow (2003) emphasises the importance of doing research 
“with” participants and this is a key element of the methodology chosen by 
the research team. Using this, and particularly triangulating themes with 
those the participants themselves developed, it is hoped that the inevitable 
impact and bias of the small research team, is minimised, and the presented 
results are an authentic representation of the young people’s experiences. 
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Data analysis 
All interviews were both conducted and transcribed by the lead researcher 
which promoted immersion in the data and being able to synthesise 
similarities and differences between participants. This process was also 
supported by the photographs and participants coming to multiple sessions, 
meaning the analysing researcher had a broader sense of the participants 
which enabled people to be held in mind as opposed to solely being based 
upon a written record of their words. 
 
The group theming session for the participants was facilitated by two of the 
research team, however this took place prior to the thematic analysis of the 
transcripts therefore minimising the likelihood of influencing the themes, as 
these had not been produced. 4 of the 5 Participants, and 3 parents (due to 2 
participants being siblings) attended the theming group. They were asked to 
match pictures together which they felt were similar, and then to write a title 
which represented all of the pictures in that group – see Appendix M for an 
example of a resulting group of photographs. Participants were observed to 
complete this task with discussion with one another as opposed to direction 
from the researchers, with the researchers there to ensure themes were kept 
together correctly and answer any practical questions which arose. There 
was potential for attending parents to contribute to the theming of 
photographs and override the siblings’ views; however, this was not 
observed to be the case, and the participants refused and disagreed openly 
where they did not agree with something.  
 
Thematic Analysis 
Thematic analysis is a widely used method of analysis when using qualitative 
data which involves finding patterns or ‘themes’ which occur across the data. 
This lends itself to the Photovoice method of collecting data as it enables 
different media to combine to form a single analysis and set of themes. 
Braun & Clarke (2006) discuss the importance of refining this method in 
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order to increase scientific rigour and detail a multi-step method which was 
followed in this research and are described as follows –  
 
Engaging with the literature 
As discussed above, the group theming session took place prior to the full 
analysis in order to minimise potential influence however due to the small 
research team, ethical and proposal processes which took place prior to the 
research, a literature review was conducted and therefore the analysing 
researcher is likely to have taken an approach which was theoretical in 
nature. Tuckett (2005) argue that this engagement with current research can 
enhance the thematic analysis by increasing awareness of the subtleties of 
data.  
 
Familiarising with the data and transcription of interviews 
All interviews, the theming group, and transcription were carried out by the 
researcher in order to promote familiarity with the data. This enabled 
repeated listening to, and reading of the interviews as well as regularly 
looking at the content of the photographs – photograph codes were 
embedded in the transcripts to allow the researcher to reference which 
photos the child was discussing. Meeting the participants multiple times and 
their involvement also promoted this as the researcher was able to build a 
contextual view of the participants’ experiences as told through the different 
sets of data.  
 
Generating initial codes 
Once familiar with the data, the researcher began to note on the transcripts 
features of the participants’ experiences, using different colours to denote 
similarities (codes) between and within the data. See Appendix O for an 
example page with coloured codes from this stage. Within the young 
people’s interviews, without prompting, they often chose more than one 
photograph to discuss and in this way created ‘themes’ naturally which 
increased the data-driven nature of the analysis. 
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Searching for themes 
Once the transcripts were coded, this was considered with the themes from 
the group session. All codes were written into a Table with quotes and 
photographs, and then superordinate themes were created which brought 
together multiple codes. See Appendix P for the final Table created. 
 
Refining the themes 
Once created, it was important to reconsider the superordinate themes and if 
they were representative of the data which was coded under that title. 
Sometimes themes included contrary views on a similar topic, as is 
particularly the case for example including both positive and difficult 
elements of the siblings’ relationships. Once the themes were refined, it was 
important to consider that they represent the data as a whole and fit together. 
 
Defining, naming, and reporting themes 
Describing the themes was important as it allowed the researcher to present 
the essence of what is important about the codes within the theme. This 
process was supported by the young people both grouping their photographs 
in their interviews and also completing the group theming session. Titles 
were created with the aim of being representative of all subordinate themes 
(from codes). When reporting, as below, the themes have been presented in 
the order in which they flow and most coherently represent the data, where 
one theme follows on from the previous. Quotes and photographs have been 
selected based upon both what most clearly represents the theme, and also 
from the group’s photograph themes which share similarities with the 
superordinate themes created by the researcher. 
Results 
Photographs 
The five participants took a total of 123 photographs; each young person 
took between 11 and 39 photos with a mean of 25 photos. Most of the 123 
photographs were discussed during the individual interviews and all of the 
four attending participants’ photographs were used in the group theming 
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sessions – see Appendix N which shows the distribution of photographs in 
each group theme. 
NB: titles of themes devised by the participant group have been highlighted 
in bold for emphasis, both in Table 2 below and in the description of themes 
which follows. A full theme Table with more extensive quotations can be 
seen in Appendix P. 
Theme Sub themes 
Focus on sibling on 
the autism spectrum 
Focus on sibling 
Unfair/imbalance between siblings 
Helping sibling/family 
Conflict and 
struggles in daily life 
Constant nature of disruption – troubled times 
The dark side 
Late or missing squad 
Coping strategies Thinking of solutions to support the child with 
Autism 
Escape the situation and coping for the 
sibling themselves 
It’s not all bad The funny side 
Autism affecting the sibling relationship 
Like ‘normal’ siblings 
Table 2: Theme overview Table 
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Photograph 1: by Voltboy 
Photograph 1: by Bigmac 
Photograph 2: by Andrez 
Theme 1 - Focus on sibling on the autism spectrum  
Focus on sibling 
Three participants spoke 
directly about their brother 
being a focus within their daily 
life as well as the participants’ 
narratives being focussed on 
their brothers’ needs as 
opposed to their own. 
Interestingly, during the group 
theming session this was not 
named as a group or anything 
similar.  
 
‘and would that be better for 
you as well? 
Yeh because then there’s be 
less shouting, less stress, and it 
would be better for his 
education’ (Voltboy) 
‘makes me feel a bit sad cos 
he’s missing out’ (Bigmac – 
photograph 1 – empty seat 
where brother would usually sit) 
‘I’ve always got to just think… 
what [he’s] doing’ (Andrez  - 
photograph 2 – favourite music 
muted) 
The participants demonstrated 
an acceptance of the increased 
needs of their siblings, in a way which affected the usual running of their day 
to day life. There appears to be a sense that the participants feel better when 
their brothers are okay, but that this requires an element of effort and 
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vigilance from the family and sibling, as is supported by the two subsequent 
superordinate themes. 
In the photographs this focus on the sibling was apparent as the participants 
took many pictures directly of their siblings during both positive and difficult 
events, and one participant’s brother took his camera and took a number of 
photographs of himself.  
Unfair/imbalance between siblings 
A subordinate theme within the area of focussing on siblings, was of things 
being unfair, or imbalanced between the two siblings. This was spoken about 
by the same three participants. In some instances, this was in the context of 
siblings being treated differently and there being certain accommodations 
made for their brother due to their autism: ‘Unfair that he gets all this in his 
room and I don’t get it (Voltboy – picture 3) and ‘[mum doesn’t] give me a 
warning so that’s even worse’ (Voltboy). In other instances, participants were 
accepting of the way things are different, but this acceptance did not mean 
there was no impact: ‘I don’t get the game some days… kind of feel a bit 
jealous’ (Bigmac). One participant spoke not about material possessions and 
rules being different, but by the needs of their sibling being prioritised over 
his which affected the participant’s enjoyment of activities or trips: 
‘sometimes my experiences can be either like ruined or changed… because 
of [his] autism’ (Andrez). 
Helping sibling/family 
Finally within this theme, the participants spoke about directly helping their 
sibling/family. This was particularly the case for one participant who said 
‘mum has a time struggling with him… I take the bags for her and help her 
up’ (Bigmac). Other participants spoke about indirectly helping situations e.g. 
‘I let him have them’ (Voltboy). This indicates a sense of responsibility to 
help, which was also highlighted by Benderix & Sivberg’s (2007) study. 
Theme 2 - Conflict and struggles in daily life 
Constant nature of disruption – ‘troubled times’ and ‘The dark side’ 
Four participants spoke about difficulties with their sibling on a regular basis. 
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In the group theming session the group labelled ‘troubled times’ for these 
struggles which included photograph 4. The 
participants spoke at length about the difficulties 
they had experienced with their brothers and 
the impact this had on them, which is also 
similar to the findings of Benderix & Sivberg 
(2007). ‘The dark side’ was also a category of 
photographs developed by the group, which 
contained photographs of things which caused 
arguments.  
 
‘he can get angry at that, he’d shout at that’ 
(Voltboy) 
‘he’s shaking and he goes ‘aaarrghhhh’’ 
(Bigmac) 
There was a constant, regular 
nature to this, as told by the 
participants. 
‘it’s not really safe… I still get the 
shouting… still feel bad… still hear 
the same amount of noise when 
you’re younger, it still scares you’ 
(Voltboy) 
‘times where he’s just… 
unbearable’ (Andrez) 
‘you can’t really get away from it 
because it’s in your house and it’s 
in your mind’  (Voltboy) 
‘when he is.. not happy I feel a bit 
sad cos I’m like nooo not again… it 
happens pretty often’ (Bigmac) 
‘I’ve got to sit by myself, I’ve got to 
Photograph 4: by Voltboy 
Photograph 5: by CJtheDJ 
Photograph 6: by Andrez 
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eat at different times’ (Andrez) 
This is one of the elements which prompted the design of the current study. 
The participating siblings all lived with their brother, and largely attended the 
same school as their sibling. This extended amount of time spent is likely to 
be longer than either a parent or professional would spend in most 
circumstances. From the participants’ accounts, this intensity of contact is 
one of the driving factors behind what they struggle with in relation to their 
sibling. 
Late or missing squad 
The group theming also generated a category which they named ‘late or 
missing squad [team]’, for which photographs 5 and 6 were key images. 
The instances described included school, and also missing out on other 
activities/experiences as a direct result of their brother. 
 
‘being late for school when he’s having a meltdown’ (CJtheDJ – photograph 
5) 
‘I was feeling worried because like we might miss the slot in the tour’ (Andrez 
– photograph 6 – waiting outside Warner Bros. Studios for the Harry Potter 
tour which has a set start time. Harry Potter was his 'favourite thing’). 
There was only one child who did not have any photographs in this category. 
Their parent during group theming spoke about separating siblings such that 
one did not miss out because of the other – 
‘If something happens then we still make sure [he] does something because 
it’s not fair’ (parent - group session).  
This in itself presents that there was the opportunity for one sibling to miss 
out, but effort has been made to stop this happening. The impact of missing 
out on experiences or being late for school can be difficult for young children 
to manage, particularly if they receive a consequence for something which 
was not their doing, for example ‘I get in trouble at school if I’m late’ 
(Bigmac). 
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Theme 3 - Coping strategies 
Thinking of solutions to support the child with Autism 
Following on from the above theme of difficult times, there was a strong 
theme within the interviews and the group theming session of participants 
having developed ways to cope when these difficulties arise. The group 
spoke about finding ‘solutions’ which were sometimes small things which 
helped and sometimes major changes for the family.  
‘he sat through that fine because he had... headphones on’ (Andrez) 
‘we got a dog to help… put up a chart to like rules and that… we had an 
extension’ (Voltboy – the house extension meant the two siblings no longer 
had to share a room which was causing significant difficulties and conflict for 
the family) 
‘Escape the situation’ and 
coping for the sibling 
themselves 
While only one participant 
explicitly spoke about 
escaping in their interview, 
all participants at the 
theming group contributed 
to a group which they 
named ‘escape the 
situation’. These photographs included physical escapes such as picture 4, 
as spoken about below, but also mental escapes such as technology as 
seen in photograph 7. 
 ‘I used to go in here… so no one could get in so then if [he] was getting 
angry at me I could go and he couldn’t get in’ (Voltboy – picture 4). 
The need for an escape is increasingly important when considering the 
recurring nature of a lot of the difficulties, as described in the previous theme. 
Photograph 7: by Bigmac 
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It is encouraging that the participants have all developed ways of managing 
difficulties. 
Spending time with others in a similar position was mentioned by one 
participant, who spoke positively about the experience, saying ‘being with 
other people that have got… the same things… To know that you’re not the 
only one’ (Steve). 
Part of the positive impact of using a Photovoice methodology which 
encourages interaction between participants, is the experience of 
participation being validating for the young people involved, therefore it is 
positive that this participant found it helpful to spend time with others in a 
similar position. 
Theme 4 - It’s not all bad 
‘The funny side’ 
Hearteningly, the only 
theme every participant 
contributed to was the 
positive side of having a 
brother on the autism 
spectrum. The group 
theming session 
produced a theme titled 
‘the funny side’ which 
contained 23 photographs including photograph 8. All of the other 
photographs in this category included photos directly of or with their brother - 
participants were told at the initial group meeting they could take photos of 
people as long as they gained verbal consent, though these would not be 
used in any dissemination. These photographs therefore have not been 
reproduced in this report in order to maintain anonymity. Participants spoke 
about these photographs in their individual interviews 
 ‘there’s never like a dull moment… there’s the funny things with the bad 
things’ (Andrez) 
Photograph 8: by CJtheDJ 
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‘he’s very fun’ (Steve) 
‘we can have fun’ (Bigmac) 
‘I usually play with him’ (CJtheDJ – photograph 8) 
Autism affecting the sibling relationship and Like ‘normal’ siblings 
Enjoyment and positive engagement is undoubtedly a key part of a sibling 
relationship and the balance of positive and difficult times is likely to 
contribute to the resilience of the participants. And while sometimes 
participants spoke about the negative impact of their brother’s autism on their 
relationship – 
‘a brother, they can be annoying, but they can help you. They can help each 
other… you don’t have a proper brother… he doesn’t really count as a proper 
brother’ (Voltboy) 
- they also spoke about the numerous ways in which their relationships were 
like any other sibling relationship. 
‘I think that’s just how brothers feel’ (Voltboy) 
‘[he] is my brother and I couldn’t do any, much without him’ (Steve) 
‘It’s just like having a normal 5 year old pretty much’ (Bigmac)  
Clearly, the young people did not see their brothers’ autism as negatively 
impacting every situation, as they were still able to rationalise that no sibling 
relationship is perfect.   
Discussion 
Tint & Weiss (2015) highlighted the need for further research in family 
wellbeing to also consider positive elements. This has been possible due to 
data being derived from participants being asked the open question ‘what is 
it like having a brother with autism?’ which did not specify a positive or 
negative direction. The themes described above demonstrate the participant-
led nature of the research, as they flow from everyday life and focussing on 
their brothers, to difficult times, how the siblings cope, and also the positive 
side of being with their brother. 
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The element which seems to be unique to siblings of young people with 
autism appears to be the impact of autistic traits becoming significantly more 
profound in different settings/circumstances such as new places or where 
sensory sensitivities are triggered. This means alternating, sometimes 
quickly, between positive experiences, and regular challenges which can be 
very distressing, requiring siblings to rapidly employ their coping 
mechanisms. It is likely that this changeable experience is less pronounced 
in other sibling groups e.g. those with a learning disability or chronic medical 
condition, as these conditions are arguably more stable and predictable in 
their nature. 
Daniel & Wassell (2002) discuss resilience in terms of Bronfenbrenner’s 
(1989) ecological model. They pose that it is important to consider the 
resources a child has within themselves, their family relationships, and their 
wider community. As these young people, from the current findings, are living 
in regularly adverse situations which they can find difficult to manage, these 
principles are undoubtedly applicable and would be helpful to promote their 
continued wellbeing. It likely will also have an impact that these young 
people’s family relationships, siblings in particular, can be a source of stress 
for the household therefore removing potential sources of constant support. 
As seen in the themes, the participants linked brothers’ difficult behaviours 
e.g. ‘there are other times when he’s just unbearable’, to the impact upon 
them (‘unbearable’) which supports previous research with parents finding 
that higher symptoms and behavioural disturbances resulted in increased 
stress (Yu et al., 2016 & Whitehead et al., 2015). One young person directly 
addressed this and expressed his struggle ‘and you can’t really get away 
from it because it’s in your house and it’s in your mind’. It must be assumed, 
given the prevalence of autism, that this is not a unique experience and such 
distress left unaddressed may escalate into significant difficulties for young 
people who may not be equipped to manage such emotions. There was 
insufficient data to ascertain whether or not siblings separated their brother 
from their autism and therefore where they attributed responsibility for these 
difficult behaviours. 
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The young people involved in this research have begun to develop coping 
strategies in the way of escaping mentally or physically; however the 
remainder of the solutions continued to focus on making things easier for 
their sibling primarily. Maladaptive coping styles have been linked to 
increased parent stress (Lai et al., 2015) - the same may be true of siblings 
and therefore it will be important for siblings be supported in developing a 
variety of healthy coping mechanisms to manage the difficulties they 
encounter. Coping style can be predictive of resilience in parents (Whitehead 
et al., 2015) further evidencing the potential value of this when supporting 
siblings. 
Bitsika et al. (2016) found that resilience was linked to decreased anxiety in 
child siblings of individuals with ASD and therefore increasing resilience as a 
preventative measure appears to be a valid proposed intervention to support 
these young people. 
Implications 
The aim of the research was to gather evidence supporting the development 
of a support package for young people in a similar situation to the 
participants. This would need to balance the responsibility some siblings 
reported, but also provide a place where their needs are met with 
unconditional positive regard and acceptance of the difficulty of repeated 
disruption to their lives. 
Gilligan (1997) presents three areas which promote resilience, the ability to 
manage under adverse circumstances, as a secure base, good self-esteem, 
and a sense of self-efficacy. A support package based upon these principles 
would be conducive to building the resources needed – coping strategies 
have been highlighted repeatedly in both this and previous research and 
therefore should form an essential component of intervention. 
It is often the case that events are run with ‘siblings welcome’ in addition to 
children with ASD – this set up should be carefully considered in light of the 
above findings, and balanced with the likely focus on the child with ASD, but 
also the benefits of spending time with peers. The limited sibling-specific 
groups which are run for this client group would benefit from embedding 
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evidence such as this previous research into their practise in order to best 
support young people. Evaluations of such interventions continues to be 
recommended (Hastings, 2013) and would give further insight into how 
siblings can be supported in order to prevent siblings reaching a level of 
distress which meets clinical levels (Bitsika et al., 2016). 
Strengths and Limitations 
As discussed above, the research was with the aim of understanding 
siblings’ psychological needs though it is important to note that the 
methodology itself did not directly ask this question of participants. The 
questions the young people were asked about their photographs, and their 
theming session, enabled themes to be derived which built a picture of what 
they experienced. Given the age of the young people, it was felt that this 
would be an effective way of understanding their psychological needs as 
they could express what was important to them, either difficult or positive. 
The recommendations, although an interpretation, map closely onto the 
experiences of the young people, for example needing support to manage 
under adverse circumstances. 
Practically, from the file numbers of the photographs, participants had 
deleted some images, and young participants also took more photographs 
than older participants. Neither of these issues were explored directly with 
the participants but the young children particularly appear to have had more 
of a voice due to the use of a methodology which was less reliant on verbal 
communication. It is also worth considering what participants may have 
omitted in the photographs brought to interview. 
One of the compromises of qualitative research, especially which is as 
involved as Photovoice, is the limited participant number; one participant did 
not attend after the individual interview, reducing their representation in the 
analysis. Although a depth of insight is presented, it would have been 
positive to have a larger sample had time and resources allowed. Similarly, 
the impact of one main researcher completing the majority of research tasks 
will have impacted upon the results presented. Considering the researcher’s 
professional and individual position, it is likely that some of these values and 
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biases were present with the themes. For example, previous experience of 
working with children with a diagnosis of ASD may have biased results 
towards the known difficulties an ASD diagnosis is likely to bring – it can be 
assumed that some level of difficulties are present for all young people with 
ASD, as if they were not, a diagnosis would be very unlikely to have been 
pursued or made. Therefore, in hindsight, there was an expectation on the 
part of the researcher that these difficulties would form part of the research, 
and indeed discussion of difficult topics was discussed at the ethical proposal 
stage, and information regarding this is included in participant information 
documents (Appendices E & F). 
The combination of individual and group themes being kept together as one 
analysis may be seen as a limitation due to the potential impact of group 
processes during the group theming session. There were no prominent signs 
of conformity observed by either of the two researchers present within the 
session. The titles of the group themes have been clearly marked throughout 
the analysis and are all supported by themes from individuals’ interviews. It 
is, though, acknowledged group processes may have impacted upon the 
themes the young people created and added to within the session. It is 
interesting that the young people in group theming identified ‘obsessions and 
anxiety/brainwashed’ as a theme though this was not evident in their 
individual interviews, despite obsessions and anxiety being common traits of 
individuals with autism (NAS, 2016). This could have been further explored 
directly with the participants though it appears as though the participants saw 
their brothers’ interests as a part of who they are as opposed to an 
‘obsession’ which has negative connotations. It was only when they came 
together as a group and were looking for similarities, that this theme was 
produced. ‘Anxiety’ was, though, present in individual interviews and the 
behaviours associated with this were largely present in the ‘troubled times’ 
theme and also referenced in the ‘coping strategies’ theme. 
The spectrum nature of autism means that although individuals will share 
certain characteristics, they will present so variably that inevitably the 
experiences of their siblings will also vary significantly. Due to this, it is a 
challenge to meaningfully quantify how severely affected young people are. 
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Within the findings, a picture was clearly built of some individuals finding their 
brother extremely challenging to live with, and others highlighting more 
positive factors. Using another methodology such as a case study with 
increased depth in one family, or a mixed methodology incorporating 
quantitative measures of functioning, may give insight into the link between 
how different presentations of ASD impact siblings. 
The size of sibling groups and birth order varied between the families, with 2 
families having two children and 2 families having three (where one had a 
diagnosis of ASD), and the participants spanned eldest, middle, and 
youngest child. While there were no obvious impacts of these factors during 
the thematic analysis, it is likely that these differences would have an 
influence upon how a child perceives their experience and manages 
difficulties. Further research may be helpful to explore this, and may seek a 
more specific participant group, and/or employ a method which allows for a 
richer depth of understanding such as Interpretative Phenomenological 
Analysis. 
Although this could not have been altered due to the nature of the sampling, 
all participants were male and all of their siblings were male. It is increasingly 
discussed within the autism community and literature about how girls on the 
autism spectrum present and are affected differently, so this is an area which 
continues to be a gap in the research. 
Triangulation is an important factor in creating a scientifically robust study, 
and the participatory nature of the methodology allowed the young people to 
explicitly create themes where there were similarities, as opposed to this 
responsibility being solely with the research team. In future, although not 
possible in this case, it would be fitting with the methodology for participants 
to continue to be involved post-analysis. In this example, the final themes 
and recommendations could have been discussed with participants and the 
development and evaluation of support packages would also benefit from 
directly involving service users. 
Conclusions 
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Overall, the Photovoice methodology appears to have been effective in 
eliciting a rich quality and quantity of information from the participants which 
has served to fill a gap in the previous literature around authentically 
representing the views of the siblings. 
Highlighting positive and difficult experiences, from struggles in daily life, to 
coping mechanisms, and focussing on their sibling which arguably has a 
preventative effect, this gives valuable information as to the psychological 
needs of the young people. 
Recommendations centre on providing siblings with a dedicated space within 
which to increase their resilience by teaching and facilitating the 
development of coping mechanisms, increasing self-esteem, and self-
efficacy. Both previous research and the presented findings indicate that this 
intervention would have a positive impact upon the wellbeing and mental 
health of young people who have a sibling with ASD.  
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Appendix K - Group recording assent form for participants 
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Appendix M - Photographic example of group theme by participants – 
‘The dark side’ 
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Appendix N - Group theming session photo Tables 
  
The resolution/Peace and quiet/Apology time/ The solution 
10095 
10094 
10048 
10077 
10089 
 
30001 
30019 
30025 
30009 
30029 
150093 
150055 
150083 
150098 
150056 
160002 
 
The troubled times (things leading to incidents) 
10086 
10054 
10050 
10037 
30029 
30042 
30009 
30028 
 
150004 
 
160020 
160003 
160015 
160023 
160007 
 
Brainwashed/Triggers because of anxiety and controlling methods/Take 
control/Obsessions and anxiety 
10037 
10050 
10095 
10079 
10039 
10017 
10081 
30027 
30009 
30044 
30019 
30001 
30025 
30013 
150050 
150076 
160001 
160015 
160014 
 
The dark side 
10086 
10039 
10093 
10040 
 
30009 
30044 
30042 
30022 
150050 
150054 
150084 
150049 
150091 
150089 
150048 
150097 
 
160011 
160010 
160017 
160014 
160018 
160016 
160012 
160005 
 
 
 
Late or missing squad 
10050 
10079 
10060 
NONE 150004 
150075 
150077 
150080 
150078 
150074 
150065 
150066 
150058 
 
160079 
160008 
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The funny side 
10075 
10045 
10049 
10073 
10090 
10074 
10091 
10046 
10047 
10044 
10071 
10092 
30034 150087 
150082 
150096 
150095 
150099 
160006 
160013 
160021 
160022 
160024 
 
Escape the situation 
10084 
10017 
10083 
10082 
10080y 
30028 
30027 
30035 
30013 
30016 
 
150053 
 
16002 
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Appendix O - Transcript extract with coding 
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Appendix P - Full theme tables detailing quotes and photographic codes 
  
 
  
Participant 
involved (initial) 
Superordin
ate 
Subordinate 
Key photo 
refs 
Quotes A V S C B 
Focus on 
sibling 
with ASD 
unfair/imbala
nce between 
siblings 
30025 
he can just go to the park, he can just go with his friends, 
I cant do that' (3/10) you don’t give me a warning so 
that’s even worse (3/11) 
  x       
30009 
unfair that he gets all that in his room and I don’t get it' 
(3/1) I don’t get the game some days… kind of feel a bit 
jealous (16/7) he sometimes attacks us if when 
something doesn’t go his way (16/8) [he] had my game 
most of the time (16/12) I was feeling a bit like anxious or 
nervous that [he] like might ruin my experience (1/12) 
sometimes my experiences can be either like ruined or 
changed... because of [his] autism (1/12) 'it doesn’t really 
give me any freedom (1/2) I cant listen to to things I want 
to  listen to (1/2) 
x x     x 
focus on 
sibling 
160004/ 
10081 
and would that be better for you as well? Yeh because 
then there'd be less shouting, less stress, and it would 
be better for his education (3/2) so he can go out and 
come more places (16/1) makes me feel a bit sad cos 
hes missing out (16/1) keeping him entertained (16/18) 
ive always got to just think... what [he's] doing (1/3) he 
says well if you want to eat something youll have to go 
out the room (1/5) i had to just sit and wait for him to 
adjust (1/12) 
x x     x 
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helping 
sibling/family 
  
I let him have them' (3/2) 'we can settle him down 
(16/11) I say dyou wanna hold llama's hand (16/14) 
'mum has a time struggling with him… I take the bags for 
her and help her up (16/13) I wanted to walk round like 
showing everybody… mum had to go off with [him] cos 
he didn’t like it (1/7) 
x x     x 
Conflict 
and 
struggles 
in daily life 
noise, 
constant 
nature of 
disruption 
150098 
and you cant really get away from it because its in your 
house and its in your mind (3/4) it's not really safe… I still 
get the shouting, still feel bad… still hear the same 
amount of noise when you're younger, it still scares you 
(3/7) at times peaceful, sometimes not (15/5) it affects 
me cos... it can be like one moment happy and then... 
hes like 'aaaaahhh' (16/6) when he is... not happy i feel a 
bit sad cos im like noooo not again... it happens... pretty 
often (16/18) ive got to sit by myself, ive got to eat at 
different times (1/3) ill be stuck back going how I was 
before so its gonna be the same as it is now. (3/17) 
x x   x x 
The dark side 
  
you hear shouting, he can get angry at that, he'd shout at 
that' (3/2) it gets in even more chaos (15/3) hes shaking 
and he goes 'aaaahhh' (16/15) most of the time he 
overreacts (16/21) 'the dark side' things that cause 
arguments (g/9) 
  x   x x 
30042 
and he'd call me names and that makes me feel 
uncomfortable or annoyed or sad (3/4) hes attacked him 
(16/7) shouting at me… come into my room and hit me.. 
Break my mouse (1/3) 
x x     x 
  
brainwashed/triggers because of anxiety and 
controlling methods/take control/obsessions and 
anxiety (group names) 
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erm annoying a bit scary and uh upsetting that you cant 
do something (3/6) 
  x       
troubled 
times 
30028 
it's hard (3/4) it can be hard sometimes (16/1) we get 
really angry sometimes (16/9) its hard to cope (1/9) there 
are other times where he's just… unbearable (1/9) 
x x     x 
late or 
missing 
squad 
150058/1600
04/10079 
us being late for school when hes having a meltdown 
(15/1) he can make us late (16/1) I get in trouble at 
school if im late (16/6) why would I want to go out the 
room cos then ill have to miss out (1/5) I was feeling 
worried because we might like miss the slot in the tour 
(1/12) 
x     x x 
Coping 
strategies 
thinking of 
solutions 
10095/30019
/160002/300
01 
it could be better if the family does something more 
outdoors or something more sociable (3/2) we say 'do 
you wanna play some lego' and hes like yeh yeh yeh 
(16/5) he sat through that fine because he had… 
headphones on (1/6) we got a dog to help… put up a 
chart to like rules and that (g3/12) we had an extension 
(g3/12) the resolution/peace and quiet/apology time/the 
solution (g titles) 
x x     x 
30025 well its stopped him doing most things (3/11)   x       
escape the 
situation 
9002/9003/9
004 
being with other people that have got… the same 
things.. To know that youre not the only one (9/6-7) 
    x     
30029 
it was getting that bad um I slept in mums room, beside 
her bed, uh this is like a little air mattress (3/8) 
  x       
30028/ 
30013 
I used to go in here… so no one could get in so then if 
[brother] was getting angry at me, I could go and he 
couldn’t get in (3/4) I used to hide (3/6) 'it's good to… get 
away… to take your mind off something (3/3) 
  x       
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It's not all 
bad 
the funny side 
150099/ 9001 
my little brother having fun' (15/2) theres some funny things 
(1/1) theres never like a dull moment… there's the funny 
things with the bad things (1/8) funny stuff like that’s good 
(g/7) 
x   x x   
I usually play with him (15/2) hes very fun (9) we can have fun 
(16/4) 
    x x x 
like 'normal’ 
siblings 
  
I think that’s just how brothers feel' (3/2) [he] is my brother 
and I couldn’t do any, much without him (9/2) we bond… 
we're literally doubles of each other (16/4) 'another thing he 
likes doing with us and other people is sitting there with them 
and watching TV' (16/5) even though [he's] in the wrong... 
sometimes i can be in the wrong as well (16/9) its just like 
having a normal 5 year old pretty much (16/21) 
  x x   x 
autism affecting 
the sibling 
relationship   
a brother is a brother, they can be annoying, but they can help 
you. They can help each other…. You don’t have a proper 
brother.. He doesn’t really count as a proper brother (3/9) 
  x       
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Chapter 3 
 
‘What’s it like having a 
brother with autism?’  
 
Two executive summaries of 
the previous empirical paper, 
prepared for young people, 
and their parents and 
professionals. 
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Parent/professional executive summary 
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